Background
==========

The French National Reference centre for Transthyretin-related amyloidosis (ATTR) was accredited in 2005. One of its 10 lines of action is to inform and educate patients about their disease to improve their care and reduce morbidities. We thus decided to elaborate a therapeutic patient education (TPE) programme, starting with patients' needs assessment. We will describe our needs assessment and discuss our experience in TPE for ATTR patients.

Methods
=======

A qualitative research study was conducted with one-to-one semi-structured interviews of selected individuals. Recorded interviews were analysed to identify the skills that patients need to acquire. A TPE programme was elaborated on the basis of these findings.

Results
=======

Analysis of the interviews showed that interviewees had a good knowledge of the disease and its symptoms but they had difficulties explaining the disease mechanism and did not have an adequate knowledge of the available treatment options, although they knew that liver transplant might halt progression of the disease. ATTR amyloidosis appeared to have a major negative impact on the patient's physical and mental well-being. Patients feared loss of autonomy and having to require assistance from their relatives and spouses. All interviewees were keen to participate in a TPE programme. Based on this needs assessment, we identified seven skills that patients need to acquire and several pedagogical goals to be achieved during the education programme. An interdisciplinary team then elaborated a complete TPE programme and its educative tools. The programme includes 2 individual sessions (initial educational diagnosis assessment and final assessment of the skills acquired during the programme) and 7 collective sessions. First TPE sessions started in October 2014. To date, 8 patients living close to Paris attended 4 collective TPE sessions. After the sessions, all patients stated they were very satisfied with the quality of the education provided, the educational tools, the timing of the sessions. They all stated the collective sessions met their expectations.

Conclusion
==========

Elaboration of a TPE programme for ATTR amyloidosis required to obtain useful information from the patients themselves, and their relatives, concerning their perception of their disease. This needs' assessment constituted the basis for designing the first TPE programme, to our knowledge, for ATTR amyloidosis. Patients who attended the first TPE sessions were very satisfied and felt that the sessions fully met their educational expectations. Further TPE sessions are scheduled within the end of 2015 and we plan to organize TPE sessions in other French cities where ATTR amyloidosis patients are followed.
